The author explores how from the late 19 th Century Tay-Sachs was seen as a racialised condition of the Jewish people, within which group the overwhelming majority of such cases were found at that time. Working within the concept of responsible "biocitizenship", educational and screening measures have virtually eliminated such cases from the Jewish community worldwide. From solely a medical perspective, reduction in the number of cases is seen as the benchmark of success.
However, Reuter demonstrates that being "a responsible biocitizen" is more complex than simply not having children with Tay-Sachs. On the flip side is "the right to responsible parenthood" and what that entails, including medical malpractice suits on behalf of children born with the condition. I found particularly thought-provoking the section on the "unethics" of looking at still or moving images (whether on YouTube or telethons) of disease-disabled children. Taken without consent, such images are a considerable intrusion upon their privacy and dignity and a form of child labour. This book is important because it demonstrates that greater inclusiveness in medical research, paradoxically, can have exclusionary effects by solidifying pre-existing notions of biological difference and lead to "medical racialism". Extrapolating from Tay-Sachs to other genetic and nongenetic conditions such as obesity, Reuter discusses the changing nature of biopolitics. For medical science to be effective it has to be inclusive and fully engage with the public group concerned. It must do so without any form of injustice, either direct or indirect, since bias leads to discrimination and, in practice, takes away real choice.
